ABSTRACT
Introduction
Patients' perceptions of the indicators of successful recovery should inform the organization and provision of trauma care 1 . Indeed, a focus on what is important to patients is recognized by multiple organizations worldwide as an essential pillar of person centred care to ensure safe patient care that focuses on outcomes considered important by patients. Central to person centred care is our ability to measure the outcomes of that care from the patient's perspective;
these are often referred to as patient reported outcome measures [2] [3] [4] . Incorporation of a partnership among consumers, family and healthcare providers is vital to promote person centred care and ensure quality care, however to date in trauma care, and most other fields of acute hospital care, patients and their families have not been asked what indicators they consider should be the priorities of care and recovery, or to determine if these indicators mirror those areas of care that clinicians consider important.
Injury is estimated to account for 6.5% of the burden of disease in Australia and accounted for more than 5% of all hospitalizations in 2009-2010 5 . Although the global burden that occurs as a result of injury has reduced in the past 20 years it remains significant, with injuries representing 12 of the top 65 causes of disability worldwide 6 . Outcome measures have been identified for use in specific patient groups such as those with lower limb injuries with some, but not all, of these measures being developed with patients 7 , but patient reported outcome measures that apply to broad groups of trauma patients have not been developed.
The determination of optimal recovery for patients hospitalized with traumatic injury is usually based on aspects of care identified by clinicians, or supported and promoted by the health care system 8 . Yet, recovery is a subjective, personal and multi-dimensional process that changes as each person progresses through the journey and extends from days to years depending on the severity and type of traumatic injury, as well as personal and contextual factors 9, 10 . There are a few examples of groups consulting with patients or their families to determine what aspects of recovery are a priority or should be measured to indicate success, as well as to identify concerns in recovery 8 . When examined, significant differences in recovery preferences and perceptions have been identified, with patients placing greater value on activities of daily living such as eating, bathing and toileting while clinicians valued cognitive activities such as expression, comprehension and memory 11 or with patients and relatives perceiving greater compromise than clinicians 12 . Further, there is evidence that indicators of successful recovery change over time with the number of concerns being greatest 1 to 4 weeks after hospital discharge, and focusing on practical issues at this time 13, 14 .
Although sometimes consulted on an individual basis, recipients of care -both patients and their families -are rarely asked to identify the indicators of successful recovery to inform activity at the healthcare system or national level 1, 11, 13 or to determine the salient outcomes included in research studies to test newly developed interventions and therefore influence improvements in healthcare. The scant evidence outlined above suggests that prioritization of care and assessment of recovery based on clinician preference may not meet the most pressing needs of patients and their families. These findings also suggest the need to explore perceptions of recovery at multiple time points during and after hospitalization.
The purpose of this study was, therefore, to determine what patients, family members and clinicians considered to be the indicators of successful recovery from an acute hospitalization after traumatic injury and to highlight if these indicators differed between these groups of stakeholders or changed over time, from during hospitalization to 3 months post discharge.
Methods
Participants were recruited from trauma departments in two Australian teaching hospitals.
The first center, located in Darwin, Northern Territory, provides tertiary level care to approximately 650 trauma admissions per year. The population of the Northern Territory is approximately one third Aboriginal (indigenous) and this is reflected in the patients cared for in this hospital. The second study center is located in an area of Brisbane, Queensland where more than a quarter of the residents are from a different cultural or language group and provides tertiary level care to more than 4000 trauma admissions per year.
Participants
Participants were recruited from three stakeholder groups consisting of trauma patients, family members and clinicians working in the field of trauma. Patients were invited to participate if they were an adult (≥18 years), had an acute admission to hospital for ≥24 hours for the treatment of physical injury and were able to communicate in English. Patients were excluded if their primary reason for admission was traumatic brain injury with a Glasgow
Coma Score <15 at hospital discharge or spinal cord injury with motor or sensory loss at hospital discharge as these patients were considered to experience a different recovery pathway.
Family members invited to participate in the study included any person that the patient identified as a family member, including partners and relatives, providing the family member lived with the patient or had frequent in-person contact (at least 3 times per week on average) and was able to communicate in English. Family members were able to participate in the study independent of participation of their relative who was a patient; this was because the study did not match responses from both members of the dyad, but built a body of knowledge from each of the three cohorts of participants.
Clinicians invited to participate in the study were multi-disciplinary team members, including Interviews with clinicians were slightly different given they did not relate to a specific patient and were conducted at one point in time. Responses were elicited using the following questions:
1. What are the indicators of successful recovery after traumatic injury?
2. What aspects of recovery do you believe are most important to patients and family members after traumatic injury?
3. Do the indicators of successful recovery differ from just prior to hospital discharge to 1 or 3 months post hospital discharge? If so, how do they differ?
Brief review of the transcripts was undertaken by two team members as interviews were occurring to determine when no new priorities or issues were emerging in the interviews.
Detailed analysis was not undertaken until after all interviews were completed. Transcripts were analysed using content analysis by two team members working independently. The transcripts were first read in entirety to obtain familiarity, then all components of the transcript that related to indicators of recovery were identified. Content related to indicators was grouped into categories and sub-categories using an inductive approach. Comparison of the categories and sub-categories identified by the two team members was conducted, with discussion of differences until agreement was reached. Discussion then occurred with a third team member to identify overlap and inconsistencies and refine the final category structure.
Analysis was conducted within each participant group, and then across groups to identify similarities and differences. To examine temporal changes in identified indicators of recovery, patterns were reviewed within participant groups across time (in hospital, 1 month, 3 months).
Results
Ninety-five participants in the three stakeholder groups across the two sites were recruited into the study. Patients were predominantly male, with family members who participated being predominantly female (Table 1) . Patients who participated were younger on average than family members. Family members were predominantly spouses (n=17) with 3 mothers 
Indicators of recovery identified by stakeholders focused on five main categories including
returning to work, resuming family roles, achieving independence, recapturing normality and achieving comfort. These five categories were identified by participants in all stakeholder groups, with most of the related sub-categories also described by all groups of participants ( Figure 1 ).
Although most of the categories and sub-categories were identified as indicators of recovery by all three groups of stakeholders (Table 3) , the level of detail and sense of understanding that was expressed varied among the groups with patients typically articulating much greater detail than the other stakeholder groups.
Returning to work was identified as an important indicator of recovery by all three groups of stakeholders, however there were differences in why work was important. In the initial stages work was often seen only as a simple activity primarily focused on earning capacity or income to provide financial security. In later stages, however, work was seen more as a broad indicator of recovery, in other words return to work signified recovery. Participants in all three stakeholder groups noted the relationship between work, income and self-esteem or a sense of worth.
Resuming family roles was an important indicator identified by patient participants. Two different aspects were clearly expressed including a functional role, often related to the activities of being a mother, father or sibling and an emotional role that related to who the patient was within the family and how he or she felt about their role and self within the family. This emotional aspect of the role within the family was less frequently expressed by family members and not identified by clinicians. Recapturing normality was comprised of four elements including leisure activities, fitness, social interaction and community involvement. Again, patient stakeholders expressed significant granularity in the elements of recovery that were important, while family and clinician stakeholders provided less detail. Desired leisure activities covered a full range of pursuits with some involving very physically strenuous sports and travelling while others required very specific or fine motor abilities such as sewing. Significant levels of fitness were important to some participants who had previously had high levels of fitness, for example triathletes, and this was recognised by both the patients and family members as an important indicator of recovery. Social interaction was often dependent on other elements of recovery such as the ability to drive and was recognised as important by both patients and family members, but was not identified by clinicians. Similarly, the ability to return to community activities, which was related to both socialising and contributing back to the community, was an indicator of recovery for some patients, noted by one family member and not identified by clinicians.
Achieving comfort was the final category identified by all stakeholder groups and was largely related to being pain-free, although patients and family members also considered it in the context of not needing to take medication. Patients expressed a broader view of comfort that extended well beyond being pain-free. They focused on the importance of physical comfort on other aspects of their life, such as ability to rest or sleep.
Maintaining one's household, for example carrying out household chores, maintaining the garden and looking after pets, was identified as an important component of recovery by both patients and family members, but not by clinicians. A link was frequently made between the ability to carry out these household activities and self-sufficiency or independence and the self-esteem that resulted.
Restoring emotional stability was considered important by both patients and family members and focused on confidence, mental healthiness, not having to be cautious (driven by fear of re-injury), and being positive and happy in life. In contrast, clinicians focused on psychological recovery from a pathological perspective and talked about the importance of having no depression, PTSD, flashbacks or suicidal thoughts.
Cultural influence
One of the study sites was located in a city with a significant cultural mix including indigenous Aboriginal Australians. Although no patient or family member participants were
Aboriginal, clinician participants interviewed in this site frequently identified culture as an important factor that affected patients' perceptions and goals related to recovery. Clinicians noted the importance of reconnecting with the land, with indigenous patients often choosing to return home even when their health was at risk. This often resulted in a need to balance full recovery, as perceived by clinicians, and the patient's desire to return to the land and community, as described by one clinician:
The value for him was he wanted to be -he didn't want to lose his other foot. That was at risk. He wanted to go home with his other foot because he wanted to be able to stand on his country with two feet. He didn't have two feet, but at least one was better than none. He used to talk about feeling the water at his feet, and different things.
That was very important to him.
Clinicians also noted the influence of perceptions by members of the Aboriginal community, often portrayed as shame, as illustrated here:
The indigenous cultural factor of shame is a big problem up here, that if someone's a little bit different or unwell or amputation or scarring or something and it's different, or they have to do breathing exercises, any exercises even, that can be seen as shame and they might get laughed at when at home or put out the back and neglected.
Changes over time
Perceptions of indicators of injury recovery changed for some participants over the three months post-discharge. These changes fell into three broad groups: 1) increasing recognition that activities of daily living were important; 2) increasing realisation of the impact of the injury; and 3) unfolding appreciation that life could not be taken for granted.
In hospital, participants often noted the desire to be able to care for themselves. The practical implications of their physical limitations however, did not fully reveal themselves until after discharge. Instead the ripple effects of limitations became increasingly apparent within the first month of being at home. During that time participants recognized the effects of physical limitations on carrying out the most basic activities such as not being able to shower or dress themselves or achieve a full range of movement of limbs. Samuel clearly described this: Finally, a growing appreciation that some aspects of life could not be taken for granted emerged over the three months post-injury. While Emma was in hospital she considered:
"They're sending me home with painkillers so I don't think that [pain] will be [an issue]"
However by one month after discharge Emma noted:
"When I can sort of -just back to no pain, you know, I can walk around, I can bend, [I will know I am recovered]"
This evolved over the following two months:
"Yeah, just to be active and -yeah, just to do be able to do things without having the pain" and "when I can sort of just know that I can get out of bed without having to limp or ache -that would be good."
Discussion
This is one of the first studies to examine priorities in recovery identified by three groups of stakeholders: patients, family members and clinicians over time. The most commonly identified priorities included returning to work, resuming family roles, achieving independence, recapturing normality and achieving comfort. Although identified priorities were similar, differing levels of detail were provided by the stakeholder groups and priorities changed over time. While there has been some development of instruments to measure quality of care after injury 15 , we could find only one example of exploration of issues or outcomes identified as important by patients 16 and this was specific to people with ankle fractures. Further exploration of recovery priorities using quantitative techniques is required to determine relevance to a broad cross-section of trauma patients and to develop an appropriate set of outcome measures that patients consider to be important.
Although some differences between stakeholder groups have been identified here, similarities
and differences need to be tested further in larger groups. Differences in the meaning of disability and optimal recovery have been identified between patients with acute onset activity limitations and clinicians 11 , and between care recipients, relatives and nurses in relation to the quality of care of older people 17 . In a related area, patients and caregivers considered different factors than clinicians when making decisions about the most appropriate procedure for treatment of abdominal aneurysms 18 . Understanding of different perceptions in relation to outcomes is particularly important in trauma where patients may not be able to participate in decision making for some of their hospitalisation.
Returning to work after injury is consistently reported as a challenge, with up to half of injured cohorts not returning to work in 4 -24 months after injury [19] [20] [21] [22] . Return to work has been recognised as an important outcome after major injury in the United Kingdom where a consensus meeting was held to identify appropriate outcome measurements in major injury patients 23 . Despite recognition of the importance, it was also noted that easy measurement of return to work (e.g. through linked data) is not currently possible in most settings.
Considerations such as resuming family roles and recapturing normality during recovery from injury were frequently identified by patients, and to a lesser extent family members and clinicians. Although we could find no trauma specific instrument that incorporated these characteristics they are reflected in the recently developed Spinal Cord Injury -Quality of Life (SCI-QOL) Positive Affect and Well-being items 24 , and the generic Sickness Impact Profile (SIP) 25 . The SCI-QOL items were developed through initial interviews and focus groups with patients and clinicians followed by expert item review prior to validation in a larger cohort of spinal cord injured patients 24 . The SIP was developed with input from a range of stakeholders, including patients, and is a comprehensive instrument that has been used to measure health status in the injured population and incorporates 12 categories including ambulation, mobility, eating, communication, emotional behavior, social interaction, sleep/rest, work, home management, recreation and pastimes, body care and movement, and alertness behavior. In the current study, aspects of life such as resuming family roles and achieving normality contributed to who the person was, in addition to what they could do, which in turn is likely to promote a general sense of satisfaction and wellbeing and therefore warrant consideration in measurement of recovery.
Functional ability and independence is related to, and important for, resuming other roles in life. In an early study of multi-trauma patients vocational and leisure disability were identified as important determinants of life satisfaction 26 . Participants in the current study frequently described the need to be able to undertake activities of daily living such as dressing and feeding themselves, as well as travel using public transport or driving, as important pre-requisites to be able to work, socialise and resume family roles such as collecting children from school which in turn were rated as priorities of recovery.
That emotional recovery is equally important as physical recovery after traumatic injury has received increasing recognition among clinicians 27 , in part because of the contribution of psychological responses to post-injury disability 28 . Clinicians approach emotional recovery from a more pathological lens, speaking of PTSD and depression, and this is consistent with the preponderance of the current literature 29, 30 . Importantly, stakeholder groups differed in their perspectives of recovering emotional stability. This indicates there is a significant opportunity to re-focus on working with patients to enhance their positive growth and to encourage confidence in their abilities to resume their previous activities and lives.
The passage of time and the process of experiencing recovery influenced the priorities and expectations described by participants, particularly the patients, in some of the categories.
These changes over time were particularly evident in relation to achieving independence and recapturing normality. This echoes one element of findings by Clay and colleagues 31 where more severely injured workers changed their expectations about their recovery timeframe; as well as the finding by Zatzick and colleagues that patient concerns gradually reduced over time 14 . Changes in priorities and expectations over time has implications for the provision of both education and support, with these needing to be available and relevant at different phases in the recovery trajectory. As patients and family members change their expectations over time, appropriate care needs to be made available across the care continuum.
Changes in perceptions of recovery over time also affect what are perceived as facilitators and barriers to that recovery. Until patients and family members recognize the challenges they face and the trajectory of their recovery, it is difficult to adequately match resources, services and activities to facilitate that recovery. This is particularly challenging in health care systems that tend to treat illness and injury in a more episodic and specialized manner. 9 The extremely limited participation of indigenous patients and family members enrolled in this study is a limitation. All comments related to differing priorities in recovery for indigenous patients have come from the trauma clinicians. The inability to recruit indigenous participants is not unexpected given the poor compatibility between the Western health system and traditional Aboriginal health beliefs, 32, 33 but it is concerning. Given the differences in stakeholders' identification of indicators of recovery, the report of cultural differences provided by clinicians must be taken with caution. Nonetheless, it does emphasize the importance of considering culture in the care we deliver. Although it is not always possible to know another culture in depth, or to know values and beliefs based on people's ethnicities 34 , it is important to explore what is important with each individual and to ensure recovery and rehabilitation systems are developed in a manner that is culturally sensitive 35 .
Some of the ways that culture might influence recovery include perceptions of what recovery is acceptable, involvement of family, appropriateness of care and processes and expectations for community reintegration 36 .
Conclusion
A rich description of the priorities of recovery identified by the patient, family members and clinicians has been described. The categories borne out through content analysis were similar across the three stakeholder groups. There was an overlap in these categories identified in the patient and family experience across the continuum of in-hospital to three months. It is envisaged this understanding of what matters to patients and family members will empower patients to be active participants in the healthcare process and will underpin development of the patient reported outcomes that should be used in practice and research in trauma care.
This information will also inform future trauma outcome research to ensure these priority areas are appropriate for a broader range of participants 
Maintaining one's household
Mowing the lawn, cutting hedges, those type of things…. yes they are important because I can't rely on family members to do it, the girls to do it, nor do I want them to do it (3m) I know she worries because I have to do everything and she's very independent. She would like to be doing the washing and all this sort of thing. All these things are important for her recovery (3m) -
Restoring emotional stability
The most important would be to not have to be cautious all the time and not have to second guess everything (3m)
He was one of these people that never stopped…. To suddenly just be sitting there and nothing to do it's just really doing his head in (1m) -Development of self I think the uni [university] and getting back onto the path and the progress I was making before the accident…. uni was personal -like a bit of life progress that I was making (1m) --
Cosmetic considerations / appearance
It's mainly cosmetic wise, I know that I'm going -I'll be walking normally again soon-ish and I'll be able to do stuff, but certainly the cosmetic aspect of it you know, I'm 26 years old and I'm not going to be able to wear a pair of shorts for a very long time (1m) -Initially they might worry about the scars or how their arm looks or this looks, but they're more worried about the function…. if it doesn't look as nice as it used to but if it works well I think most people are happy with that
Realignment of life goals --Then they completely change their lives and go off and do all those things that they'd never really thought about doing because they nearly died Psychological recovery --encountering depression or nightmares perhaps, difficulty sleeping, panic attacks, anything like that that could be as a result of pain from the trauma or from an ICU stay or any of the combination of the traumatic process Timeframe of quotes: ih -in hospital; 1m -1 month post discharge; 3m -3 months post discharge
